With the development of possible therapeutic interventions for people with dementia there is an increasing realisation among clinical and health service researchers of the paucity of appropriate outcome measures for people with dementia and their informal caregivers. The different perspectives on dementia within the biomedical, psychological and social models of disability lead to radically different meanings of the concept ' quality of life ' and approaches to its assessment. This paper examines these different approaches and proposes a broad research agenda which is underpinned by two key principles. First, people with dementia and their informal caregivers should be involved in the development of usable outcome measures relevant to their needs and circumstances. Second, the scientific community in partnership with those directly affected should develop a pluralistic approach to the assessment of outcome taking account of both the meaning of the condition to people with dementia and their informal caregivers and cost utility from a societal perspective.
Introduction
Along with AIDS and cancer, dementia is probably one of the most feared of all modern ' diseases '. For many years dementia was a taboo subject. The stigma associated with the sometimes bizarre social behaviour and embarrassment of meeting acquaintances or colleagues who had difficulty recollecting faces and names militated against open discussion. Changes in social attitudes toward dementia have been encouraged by public figures such as Ronald Reagan acknowledging that they have the underlying disease which creates the psychological and social behaviours labelled as dementia (Gubrium ) and by the large body of literature on the subject of caregiving (RIS MRC CFAS ).
Dementia is a behaviour syndrome which has a number of underlying clinical conditions, including Alzheimer's Disease (AD), multi-infarct dementia and dementia with Lewy bodies. It is characterised by a loss of intellectual power which can lead to difficulties in remembering, making decisions, thinking through complex ideas, carrying out practical tasks, retaining information and acquiring new skills.
From a public policy perspective, dementia is seen as a major challenge. With the increasing numbers of people surviving into the ' Fourth Age ' (Laslett ) greater numbers of older people will on current projections experience dementia either personally or as a caregiver. Age is an important risk factor for dementia and the prevalence of dementia among people aged  or over (n per cent) doubles every n years of age (Jorm et al. ) . It is estimated that in  some , people aged  or over in England and Wales had dementia (RIS MRC CFAS ). Rates of dementia and cognitive impairment of up to  per cent have been reported for older people resident in long-term institutional care (Melzer et al. ) .
Advances in biomedical research have realised the possibility of understanding the complex genetic risk-factors for dementia and yielding subsequent therapeutic interventions. For example, a major genetic risk factor for late onset AD is the apolipoprotein E (ApoE) ε allele which is present in up to  per cent of people diagnosed with dementia. New pharmaceutical agents to control the decline in cognitive function for people in the early stages of Alzheimer's Disease have been produced (Davis et al. ) and licensed in  in the UK. An increasing number of agents and other technologies are expected to become available to treat different types of dementia. At the same time health and social care services such as memory clinics and caregiver support services are being developed. Increasingly recognised is that in evaluating the effectiveness of these technologies an assessment of quality of life is essential.
Perspectives of dementia

Biomedical model
From a biomedical perspective, dementia presents an enormous challenge. World scientists are competing to identify the next piece in the cumulative jigsaw. Their careers and reputations hang on the success of the scientific enterprise, as do the commercial opportunities of the international companies responsible for developing scientific knowledge into marketable products. Consequently many scientists lose sight of the individual with dementia and their informal caregivers and focus on the condition and the organism which it inhabits.
The biomedical model is a product of the Enlightenment bringing the belief that science and technology will improve human life. The science and humanism of medicine is therefore perceived as largely beneficial and progressive in understanding and responding to illness and disease. A dominant concern highlighted by this approach is the loss of ' normality ' experienced by people with dementia and the impact of the condition on family caregivers. This can be best understood in terms of ' personal tragedy theory ' (Oliver ) with the associated labelling of people with dementia as ' victims ' or ' sufferers '. A consequence of this approach for people with dementia has been the individualisation and medicalisation of the illness (Bond ), processes which lead to blaming the individual and loss of personhood (Kitwood and Bredin ) .
Psychological model
Traditional psychological approaches to dementia have adhered to the dominant biomedical model. An important and distinctive contribution has emerged from the work of Kitwood and colleagues in the Bradford Dementia Group (Kitwood  a) . This new paradigm and the new culture of dementia care (Kitwood and Benson ) reflects the view that people with dementia are people foremost and that there is much that can be done to improve the quality of life for people with dementia while waiting for the ' magic bullets ' of biomedical science. By focusing on personhood the paradigm reminds us that all individuals are unique and have an absolute value. But individuals do not function in isolation, they also have relations with others ; all human life is interdependent and interconnected.
Traditional concepts of personhood embody a number of principles. Individuals require a consciousness of self ; a capacity for abstract thinking ; the ability to act with intention ; to live life according to a set of moral principles and be accountable for one's actions ; and to have the capacity to form and manage relationships with others (Quinton ) . In biomedical models which focus on individuals as objects, psychiatric patients in general and people with dementia in particular are excluded from the categories of normal personhood defined by traditional principles. Challenges to traditional concepts of personhood argue against rationality and autonomy as necessary features of personhood (Post ) . In contrast, personhood should be defined by feelings, emotion and the ability to live in relationships. Kitwood () reflects that people with dementia are often highly competent in these, sometimes more so than their informal caregivers.
Through the recognition of personhood in dementia care, the new psychological paradigm addresses a number of the shortcomings of the biomedical approach. However, it continues to categorise dementia in terms of disability, and is therefore concerned with the social psychological adjustment by people with dementia and their informal caregivers to the condition. Thus like social adjustment to physical impairment theories (Oliver ) , the new psychological paradigm can be criticised for being essentially deterministic ; ignoring the external economic, political and social worlds and undermining the meaning and subjective interpretations of dementia to people with dementia and their informal caregivers.
Social model
A social model of dementia which adopts the social model of disability (Oliver ) would focus on the way that people with dementia and their informal caregivers interpret their own experiences of living with dementia and the meaning that their situation has for them. The onset of dementia is a significant life event for the individual and close family members but is only the beginning of a new trajectory within the lifecourse and the starting point for understanding the practical and personal consequences of dementia. The political and social environment, material resources and, centrally, the meanings which individuals attach to situations and events in their lives, are key factors in the development of a social model of dementia. Changes in the underlying pathological and psychological features of the disease as well as in the material and social circumstances of people with dementia and their informal caregivers means that the experience of dementia has a temporal dimension.
The personal responses of individuals to dementia and its consequences are central to a social model. They cannot be understood as merely a reaction to the condition or as a response to the oppression by the social structure (Foucault ) . An understanding of dementia has to be located within a framework which takes account of the life histories of people with dementia and their informal caregivers, their material circumstances, the meaning dementia has for the individual and the struggle they experience to be included as citizens of their societies.
Perspectives on assessing quality of life
Defining quality of life
In social gerontological research, concepts like quality of life and life satisfaction emerged in the s (George and Bearon ). They have been used in the development of theories of ageing (Cumming and Henry  ; Havighurst  ; Ormel et al. ) in needs assessment, policy analysis and in the assessment of outcomes of medical, health and social care interventions (Davies and Knapp  ; Willcocks et al.  ; Bond et al.  b) . The concept ' quality of life ' has only relatively recently been included in the armoury of clinical and health services research. It did not exist as a key word in Index Medicus before  but had a meteoric rise in use for chronic conditions from  to . However, between March  and  there are only a small number () of citations where both quality of life and dementia appear. Most papers identified do not relate quality of life to dementia.
Quality of life continues to be a key interest of social gerontologists, clinical and health services researchers alike, and there have been a number of recent texts on its ' measurement ' (Komesaroff  ; Fitzpatrick et al.  ; Fletcher et al.  a ; Fletcher et al.  b ; Bowling ) . Despite this there has been little systematic attempt to clarify and define the concept as it relates to older age (Farquhar ) or to people with dementia (Whitehouse et al. ) . Different studies have used widely different definitions. Methods of assessing quality of life have been rooted in the taken-for-granted assumptions of policy makers and researchers. From social gerontology, however, two key principles have emerged. First, factors and criteria which define a good quality of life for older people apply equally to people from other age groups. Second, the experience of being an older person in contemporary society is determined as much by economic and social factors as by biological or individual characteristics. Thus, in the context of an older person with a chronic illness, quality of life is an individual experience which will be influenced by their own general experiences throughout the lifecycle as well as their specific expectations and perceptions of older age and of living with a chronic illness. Whether people with dementia perceive quality of life in the same way as people with other chronic illnesses remains unknown.
So what is quality of life ? It is a multi-dimensional concept which has no clear or fixed boundary. There is little agreement about what constitutes the individual ' domains ' of quality of life ; about the standard for each ' domain ' which would reflect a low or high quality of life ; or who determines the relevance of each ' domain ' to the individual. Thus any of the overlapping ' domains ' shown in Table  might be appropriate for assessing the ' quality of life '.
Health-related quality of life (HRQoL)
The range of domains identified in quality of life research has led to a distinction between broad assessments of quality of life which take account of the economic and social position of individuals in society, and HRQoL which refers only to those domains affected by a health status (Patrick and Erickson ) or which can be affected by a health care intervention. For older people the relevance of this distinction is probably more unclear than for people of other age groups. We only have to consider the example of depression to acknowledge the measures such as the Sickness Impact Profile (SIP) (Bergner et al. ) and Short-Form  (SF) (Ware and Sherbourne ) are now regularly referred to as HRQoL measures. Health-related quality of life has also been defined as something broader than just health status, introducing notions of satisfaction with health status and health care (Calman ) . Others have returned to the original ideas of general wellbeing used in gerontological research on life satisfaction.
Normative approaches
Normative approaches to defining and assessing quality of life are rooted in functionalist social science and driven by the values and perspective of younger white middle-class male clinicians and researchers. Positivist approaches to method dominate (see for example Bowling  ; Patrick and Erickson  ; Avis and Smith ). A conceptual model for understanding the logic of positivism when assessing HRQoL is shown in Figure  (after Avis and Smith ). There is a necessary but judgmental distinction between which variables constitute HRQoL and which variables affect HRQoL. This distinction is often not clearly delineated. Each domain comprises a set of items. The selection of domains and items will often be arbitrary and only sometimes guided by theory. The covariates which affect HRQoL operate through each domain rather than directly.
The standard approach is to identify the appropriateness of a generic or disease-specific outcome measure of health status where generic measures would be appropriate for a wide range of chronic diseases and populations. Generic measures are generally felt to be more appropriate where people experience co-morbidity but disease-specific measures are still considered essential when attempting to investigate the impact of a specific intervention on the HRQoL aspects of a specific condition. To date, a condition-specific HRQoL measure for people with dementia is not available (Whitehouse et al. ) . Experience of using generic measures with populations of older people is variable. A number of studies report the usefulness of the SF- as an outcome measure with older people (Lyons et In assessing HRQoL a key domain has been functional limitation pre-dating the distinction between impairment, disability and handicap (Harris et al.  ; Wood ) . From the perspective of the younger able-bodied person a decline in functional ability may be seen as a reduction in quality of life. Such an assumption fits the dominant medical model in clinical and health services research, but is strongly challenged by the perspective of the social model of disability outlined above. But in developing the early measures of functional ability few researchers acknowledged that their ' scale ' or ' measure ' was based on normative assumptions about what limitations in function are important in everyday life and therefore in the quality of everyday life. They selected items from experience and by intuition, but largely from a professional rather than a lay perspective. An assessment of functional limitation is considered an important element in the assessment of quality of life for people with dementia (Higginson et al.  ; Gauthier et al. ) .
The development of measures for other domains and generic health status measures, such as the SF-, followed similar procedures. During the last decade there has been some recognition of the importance of the individual's perspective and attempts have been made to identify items relevant to individuals using consensus surveys (Bowling ); qualitative techniques such as focus groups and qualitative interviews and goal-attainment scaling (Rockwood ). But such techniques are all likely to evoke the ' public ' voice of respondents rather than their ' private ' voice (Cornwell ) . In qualitative interviews with older people conducted by a colleague, ' private ' voices of respondents only emerged after intensive interviewing in which respondents developed an ' emancipated ' relationship with the researcher (Corner forthcoming).
Economic approach
An important variant of the normative approach is one underpinned by economic theory using cost-utility analysis (Drummond et al. ) . Although acknowledging the multi-dimensional nature of HRQoL cost-utility analysts argue that health status should be modelled on a single continuum in order to simplify the key process of valuing health states (Kind et al. ) . In developing measures of health status such as EuroQol and EQ-D, the economic approach follows the same scientistic methods of the normative approach. The approach differs significantly, however, with the valuation of health states. Different techniques have been used to determine the utility values for health states : magnitude estimation, category scaling, standard gamble and time-trade off (Froberg and Kane ). Two main approaches have been used to measure the utility of health states. One method is to identify individuals with the health state and involve them in the measurement of the utility for their condition. The other approach is to construct vignettes describing the condition and present this to people who do not have the condition and measure their utility for it. Subjects with a knowledge of the study condition such as health professionals have also been involved in the measurement of utility using simplified vignettes (Drummond et al. ) .
The measurement of the utility of health states has been described as ageist because the method discriminates against older people in the provision of health care (Evans ). Economists have argued that publicly-funded health care must be rationed because of the increasing demand for and cost of new technology (Maynard ) and the need to take account of the values of the community. But, whose values are important ? In a study to measure the preference for health states a general population sample rated dementia as a state worse than death (Patrick et al. ) . However, the cognitive skills required militate against people with dementia participating in the valuation of health states. The process therefore disadvantages this already vulnerable group. However, older people in general are perceived to support the notion of age rationing for health care (Bowling ) .
Phenomenological approach
In clinical and health services research the voices of older people with chronic illnesses and their informal caregivers have rarely been heard or responded to in a coherent and meaningful way. There has been limited response to the call for greater consumer involvement in health services research (Entwistle et al. ) within the dominant paradigms of the normative and economic approaches to investigating HRQoL. By contrast the phenomenological approach recognises the personal nature of quality of life, and takes as its starting point the individual and the perspective of the person in identifying important domains to their life and of its quality. Thus, HRQoL should be defined as what the individual determines it to be (O'Boyle et al. ) since the best position from which to understand social action is the internal frame of reference of the individual.
The phenomenological approach in the investigation of the quality of life is supported by a tranche of psychological and sociological theory summarised by life-span development psychology (Sugarman ) and biographical perspectives in sociology (Gubrium and Lynott  ; Johnson ). The essence of these perspectives is that in order to understand older people in later life it is necessary to see them in the context of their whole life history. Expectations will be influenced by past experiences. Problems for the individual, both successfully and unsuccessfully resolved in earlier life, will affect the way that individuals' perceive themselves. This approach to the study of human ageing highlights a number of important implications relevant to the investigation of life quality. The situations of older individuals will vary according to their histories. For each individual, development occurs on a number of different fronts so that cognitive, physical and social developments do not advance along the same trajectories. Individuals interact with their ever-changing physical and social environments and, therefore, individual development trajectories of different people are likely to diverge the longer they live, and as different experiences accumulate. As individuals grow older they tend to become more unique (Bond et al. ) .
A phenomenological approach to the assessment of quality of life which has been widely used recently is the Schedule for the Evaluation of Individual Quality of Life (SEIQoL) (O'Boyle et al. ) . This is a technique derived from social judgement theory (Brunswick ) which elicits from respondents, during a structured interview, those aspects of life (' cue ') considered by the individual to be crucial to his\her overall quality of life. Respondents are limited to five ' cues '. The meaning of each individualised ' cue ' is recorded along with the label used by the respondent. Respondents are then asked to rate each ' cue ' using a vertical visual analogue scale where  represented the worse possible scenario and  the best. The five areas of life identified are shown to the respondent as a simple bar chart and respondents are asked to rate their overall quality of life using a horizontal visual analogue scale. The relative importance of each of the five areas of life to respondents are then determined using social judgement analysis. Relative weights are calculated using randomly-generated profiles of hypothetical people, using the five chosen ' cues ' and global quality of life judgement for each profile.
Normative measures of HRQoL reflect a disease model of quality of life and the judgements of the researchers. In contrast, the terms of reference for the quality of life are determined by the individual in SEIQoL. The context of the structured interview in terms of its location, the expectations the respondent has about the study (their ' public voice ') and previous questions may distort the ' cues ' selected by respondents. The complex process probably also militates against use for people with cognitive impairment or learning disabilities. A small study has highlighted the limitation of this approach with people with mild cognitive impairment (Coen et al. ) .
Assessing quality of life for individuals and groups
Is quality of life a measurable phenomenon for people with dementia ? The challenge for clinical and health service research is to develop methods to assess HRQoL and in particular the subjective experience of dementia by people with dementia and their family caregivers. The challenge for social science research is to describe, interpret, understand or improve the quality of life of people with dementia and their informal caregivers. Together these challenges establish a large research agenda.
Barriers to the assessment of quality of life
From the normative perspective and from within the dominant biomedical model of outcome assessment, measuring the subjective experience of dementia, using traditional structured-interview or selfcompleted questionnaire methods is not possible. The nature of dementia as a degenerating condition involving cognitive impairment is perceived as a major barrier, since memory, reasoning and speech and language difficulties militate against understanding and self report, although these may still be appropriate for people in the early stages of dementia. Like most chronic conditions, the experience of dementia is a process and passes through a number of clinical, psychological and social phases. Although there may be clear biomedical markers for different stages in dementia, based on the degree of insight and aspects of neuropsychological decline these differ between different types of dementia and are unlikely to correlate closely with the subjective experience of the disease. Thus the development of traditional HRQoL measures provides a major challenge, and indicates the need for different approaches to measurement and the development of different assessment tools for different types of dementia and for different clinical stages of the disease. Without such a diversity of tools, the use of quality of life assessment in clinical trials of new drug and other clinical therapies will remain meaningless. One logical response from the scientific community is therefore to ignore the subjective experience of dementia and concentrate on other outcome measures such as neuropsychological tests.
One response to obtaining an assessment of an individual's quality of life has been to take the perspective of a significant other as a proxy informant. In positivist research the use of proxy informants to provide objective data about a second individual has been widely used. For some domains of quality of life, such as functional ability, proxy information has been quite reliable, but has been found unreliable for people with cognitive impairment (Ostbye et al. ) . Discrepancies between subjects and proxy informants in other domains of life quality are likely to be substantial. The use of proxy informants as an assessment of subjective elements of quality of life would therefore seem inappropriate, although significant others can have their own view about a subject's life quality.
The social science response to this challenge must be to recognise the barriers but to explore innovative approaches to quality of life assessment. Some progress has already been made in assessing the quality of life of people with dementia living in institutional care using dementia care mapping (Kitwood  b) . A number of observational methods used in residential care settings have focused on meaningful engagement (MacDonald et al.  ; Mansell et al. ) , on the assumption that the quality and amount of engagement or interaction is an indication of quality of life. These techniques, however, may be more appropriately described as assessments of the quality of care (Bond et al.  a ; Bond and Bond ) , since they depend in part on environmental factors. Recent developments using observational techniques have specifically focused on the quality of interactions between people with dementia (Dean et al.  ; Perrin ) and assessment of affect (Gaebler and Hemsley ) . The quality of interactions as an indication of quality of life has also been assessed through proxy assessment by formal and informal caregivers of people with dementia (Albert et al. ) .
For the assessment of people with dementia such approaches still remain in their infancy. Like the use of proxy informants to judge quality of life, they also continue to deny expression of personal experience by people with dementia. There have been few sociological studies to examine the experience of dementia from the perspective of people with dementia and their informal caregivers (Gubrium  ; Willoughby and Keating  ; Keady ). There remains an enormous opportunity to develop longitudinal ethnographies of dementia which follow people through the early stages of dementia until death, using a more emancipatory approach to method (Oliver ) . Without such studies we will never have a fuller understanding of the reality of dementia. Such studies will also provide opportunities for involving the key stakeholders in developing outcome measures for dementia from the perspective of the individual and their significant others.
Principles in assessing the quality of life for people with dementia
With the development of new potential treatment agents for people with dementia it becomes essential that the scientific community identify appropriate ways of assessing HRQoL. Two key principles emerge from this analysis and other contributions to the debate. . People with dementia and their informal caregivers are the members of society who are most affected by this devastating condition. It is therefore only appropriate in a modern democratic society that they should be involved in the development of usable outcome measures relevant to their needs and circumstances. In acknowledging that person-centred methods are central to the assessment of outcome the scientific community as a whole should not lose sight of the reluctance of some citizens to participate in the development of individual-based assessments and identify ways of overcoming barriers to participation (Corner and Bond ) . . Given the wide range of potential stakeholders of this condition and the importance of identifying appropriate methods of assessing outcome for people with dementia and their informal caregivers, the scientific community in partnership with those directly affected should develop a pluralistic approach to the assessment of outcome. It would not be helpful to follow traditional normative approaches without considering the meaning of the condition to each individual with dementia and each informal caregiver. Equally, given the economic outcomes for society, it would be inappropriate to focus entirely on satisfaction to the user.
